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EXECUTIVE SUMMARY 


In early January, 1996, Participation House approached the Social Planning and Research Council of 
Hamilton-Wentworth (SPRC) with interest in exploring the changing needs and expectations of young adults, 
aged 16 to 24, who have a physical disability. The SPRC agreed to a collaborative effort, on the condition that 


the study also consider the individual capacities of young adults with disabilities in the region. 


The purpose of this project was to establish a sense of the changing needs, expectations and capacities of 
young adults with physical disabilities, in the context of a shifting paradigm from program-based to 
individualized approaches to service provision. The study provides a snapshot of what a cross-section of 
consumers, caregivers and service providers view as the contemporary issues facing this population, and 


what they expect in the future. 


In order to provide insight and ensure that the project remained focused, a Task Force, consisting of 
individuals with a first hand understanding of disabilities issues, was organized. The Task Force included 
representation from the consumer population, informal caregivers and service providers. The group met on 


a monthly basis, providing direction and support through to the completion of the project and final report. 


The scope of the project included investigation into the following areas: 
1) Assessment of the needs, expectations and perceptions of young adults with physical 
disabilities in the Hamilton-Wentworth region, aged 16-24, in the areas of education/school; 


recreation; mobility/transportation; life skills/personal care; housing and emotional health. 


2) Assessment of individual capacity within the population of young adults with physical 


disabilities in terms of skills and areas of interest. 


3) Assessment of the perceptions and expectations of caregivers and service providers as to the 


needs of young adults with physical disabilities in the region. 


4) Examination of how programs and services in the region meet the needs and expectations of 


young adults with physical disabilities requiring long term care or supports. 


The study involved the implementation of two separate methods of data collection. The first method included 
personal interviews with individuals representing each of the three target populations (consumers, caregivers 
and service providers). The second method involved an open forum during which focus groups, comprised 
of a mix of representatives from each of the target populations, had the opportunity to expand on the themes 


which emerged during the analysis of data collected through the interview phase of the study. 


Four key themes emerged from the study, which are as follows: The diversity in terms of individual capacity 
among young adults with a physical disabilities; issues around transportation; issues around accessibility, and 
a strong desire to be independent. Based on the information collected during the study, and guided by the 


expertise of the Task Force members, recommendations were developed for each of the theme areas. 


1. INDIVIDUAL CAPACITY 


As we heard from consumers, service providers and caregivers during the interview phase of the study, young 
adults with physical disabilities have a wide range of interests and skills. Recognizing the diversity of interests 
and capacities has a number of important implications. First, it should inform those involved in the planning 
and development of services that there is a need for a range of flexible supports. Secondly, it helps us to 
understand that these young people have individual interests and skills which, once identified and mobilized, 
can create new benefits for the community while building pride and self respect from participating as a 


productive community member. 
Recommendation: 
AL That future planning of supports and services should involve input from young 
persons with physical disabilities and maintain an individualized approach. 


2. TRANSPORTATION 


Without accessible and reliable transportation, individuals are often restricted from participating in social or 


recreational activities, resulting in limited options and limited freedom. We need to consider 


(ii) 


transportation options which can accommodate a range of needs. As a basis for establishing a flexible and 
coordinated transportation system, we need to examine successful systems existing in other regions, 


provinces and countries. 


Recommendations: 
1. That the Region move toward a fully accessible public transportation system that links 


the H.S.R., D.A.R.T.S., and accessible taxi services. 


rs That, as a basis for developing a fully accessible and coordinated system of 
transportation for the Hamilton-Wentworth region, we examine existing systems in 


other regions, provinces and countries. 


3. That consumers be involved in the development and implementation of service 


models. 


It became clear during focus group discussion that there is a significant discrepancy between the level of 
service available from the perspective of the service provider, and the perceived level of service available 


based on the experience of consumers and caregivers. 


Recommendations: 


4. That service providers be more accountable to the consumers of accessible 
transportation, and that feedback and input from consumers be used to guide the 


planning and delivery of service. 


3. ACCESSIBILITY 


Similar to the issue of transportation, physical barriers also restrict some people with disabilities from taking 
part in various activities. Again, this limits the freedom and options available to young adults with physical 
disabilities. In addition to barriers to accessibility, persons with a physical disability also face some serious 


issues of safety in situations or establishments where provisions have not been made. 
As we have learned during this study, there is a lack of understanding on the part of the general public around 


issues of accessibility, particularly within the business community. At present, there are no standard 


definitions of accessibility which makes communication between the disabled community and 


(iii) 


the business community very difficult. This also raises issues of safety for individuals with a physical disability, 


where special safety features need to be in place in case of an emergency situation. 


Recommendations: 
1. That business improvement associations address disability awareness and 


accessibility issues on their business agendas, with consumer involvement. 


2: That safety features such as accessible fire exits and emergency call buttons in 


washrooms be available in all public and privately owned establishments. 


a That definitions and strategies to improve accessibility should be developed and 


jointly implemented by the disabled community and the business community. 


4. A STRONG DESIRE FOR INDEPENDENCE 


While all young people have visions of living more independently, individuals with physical disabilities often 
face a range of unique support and learning needs. Having options available and the freedom to choose are 
basic quality of life issues. As acknowledged through an individualized approach to service provision, 
individuals have differing needs and expectations necessitating that supports and services be offered in 


different ways. 


It is also important that consumers have as much control as possible over the direction of the supports and 
services they receive. In order to realize this however, information on existing services must be readily 


available so that individuals are in the position to make informed choices. 


Recommendations: 
ae That life skills training be offered in a number of settings, to accommodate the 


practical learning needs of young people with physical disabilities. 
23 That accessible appliances and adaptive devices be available in a number of setting 
including schools and independent living centres for the purposes of teaching life 


skills to individuals with a physical disability. 


3: That learning how to access information in the community be considered as a life skill 


and incorporated in all life skills training. 


(iv) 


That more accessible houses and apartments be made available so that young adults 


with disabilities have more varied options for future living arrangements. 


That supports and services, including attendant care, be tailored to individual needs 
and be transferrable from location to location so that persons with physical 


disabilities can access a range of options for future living arrangements. 


That information on existing services and supports be readily available so that 


individuals are in the position to make informed choices. 


That consumers of supports and services have control over the services that they 


receive and the way that the services are provided. 
That existing models for providing life skills training, individualized supports and 


services be explored to determine their appropriateness for implementation in the 


Hamilton-Wentworth region. 


(Vv) 
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1.0 INTRODUCTION 


1.1 Background 


In early January, 1996, Participation House approached the Social Planning and Research Council of 
Hamilton-Wentworth (SPRC) with interest in exploring the changing needs and expectations of young adults, 
aged 16 to 24, who have a physical disability. The SPRC agreed to a collaborative effort, on the condition that 


the study also consider the individual capacities of young adults with disabilities in the region. 


As suggested by Kretzman and McKnight (1993), the process of conducting a needs assessment tends to 
be deficiency focused, where concern is primarily directed toward problems or shortcomings as opposed to 
the skills, abilities and interests which individuals may possess’. This is not to imply that young adults with 
physical disabilities do not have long term care needs which require consideration, or barriers to 
independence which need to be addressed. Rather, that they also have personal interests and skills which, 
once identified and mobilized, can create new benefits for community members while building pride and self- 


respect from participating in the betterment of the community. 


The philosophies of community capacity building are compatible with the contemporary move from a program- 
based approach to service provision to an individualized approach. Simply put, a program-based approach 
is characterized by "special services" or programs which are intended to meet the needs of all individuals in 
a target population. According to Smull (1987), even when organized in a continuum of services of varying 
intensity, this approach has had limited success in terms of meeting the diverse needs and expectations of 
individuals who happen to share some common labels*. The shift toward an individualized approach 
translates into an increased focus on the individual, incorporating existing community resources and 


developing flexible supports which allow participation in the community and reflect individual choices. 


In order to provide insight and ensure that the project remained focused, a Task Force, consisting of 
individuals with a first hand understanding of disabilities issues, was organized. The Task Force included 
representation from the consumer population, informal caregivers and service providers. The group met on 


a monthly basis, providing direction and support through to the completion of the project and final report. 


'Kretzmann, John P. & McKnight, John L. (1993). Building Communities from the Inside Out: A Path Toward Finding and Mobilizing 
a Community's Assets. Chicago: ACTA Publications. 


2Smull, Michael W. (1989). Crisis in the Community. Baltimore Maryland: Applied Research and Evaluation Unit, School of 
Medicine. Unpublished. 
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1.2 Purpose 


The purpose of this project was to establish a sense of the changing needs, expectations and capacities of 
young adults with physical disabilities, in the context of a shifting paradigm involving the provision of support 
services. The study was not intended to represent a comprehensive analysis, but rather a snapshot of what 
a cross-section of consumers, caregivers and service providers view as the contemporary issues facing this 
population, and what they expect in the future. By collecting data which is relevant and consistent with the 
changing philosophies of service provision, Participation House and the SPRC were able to produce findings 
which should prove useful in informing various decision-makers of the most appropriate directions for policy 


development, within and across various service sectors. 


1.3 The Scope of the Project 


The scope of this project included investigation into the following areas: 


1) Assessment of the needs, expectations and perceptions of young adults with physical 
disabilities in the Hamilton-Wentworth region, aged 16-24, in the areas of education/school; 


recreation; mobility/transportation; life skills/personal care; housing and emotional health. 


2) Assessment of individual capacity within the population of young adults with physical 


disabilities in terms of skills and areas of interest. 


3) Assessment of the perceptions and expectations of caregivers and service providers as to the 


needs of young adults with physical disabilities in the region. 


4) Examination of how programs and services in the region meet the needs and expectations of 


young adults with physical disabilities requiring long term care or supports. 
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1.4 Expected Outcomes 


With respect to the scope of the project and research design, the project is expected to have a number of 
valuable outcomes and implications for future planning around services for young adults with physical 


disabilities. These outcomes include: 


1) The identification of common values and perceptions held by young adults with physical 


disabilities, caregivers, and service providers. 


2) A foundation on which to develop viable approaches to bringing service providers, consumers 


and caregivers together in the creation of new modes of service provision. 


3) An increase in participation of both consumers and caregivers in decisions regarding service 


provision. 
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2.0 RESEARCH DESIGN 


A qualitative method of inquiry was selected as the most appropriate design for this study for a number of 
reasons. These reasons include the lack of accurate statistics on the disabled community living in the 
Hamilton-Wentworth region, and the diversity of the disabled population. While the Health and Activity 
Limitation Survey provides statistics on the total number of citizens between the ages of 15 to 65 who self- 
identified as having a disability, there is no accurate method of extrapolating the figures for those persons 
aged 16 to 24. Given the limitations in terms of existing data, and the range of physical disabilities, 
combinations of disabilities and varying severity of disabilities, it is not possible to establish a truly 


representative sample. 


By adopting a qualitative research design, we are able to gather information from a diverse cross-section of 
individuals from each of the target groups (consumers, Caregivers and service providers), which will help us 
to better understand the perceptions, experiences and expectations of young adults with physical disabilities. 
Through a qualitative design, we are able to address factors or circumstances as they occur in their natural 


setting, attempting to make sense of, or interpret, phenomena in terms of the meanings people bring to them. 


Although the small sample size associated with qualitative inquiry limits the ability to generalize findings to the 
larger population, this remains consistent with the philosophical shift toward individualized service provision 
which represents an individualized approach. By eliciting in-depth personal perspectives, the findings of the 
study will provide a sense of what young adults with physical disabilities expect from their community in terms 
of support, as well as what they have to offer. Through utilizing a qualitative research design, findings can 
be instrumental in assisting policy-makers and service providers to understand the realities and implications 


of existing policies and programs as they are perceived by consumers, caregivers and service providers. 
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3.0 METHODOLOGY 


The study involved the implementation of two separate methods of data collection. The first method included 
personal interviews with individuals representing each of the three target populations (consumers, caregivers 
and service providers). The second method involved an open forum during which focus groups, comprised 
of a mix of representatives from each of the target populations, had the opportunity to expand on the themes 
which emerged during the analysis of data collected through the interview phase of the study. The following 


sections will elaborate on the specific methodological components involved in the study. 


3.1 Definitions of Target Populations 


For the purpose of guiding the sampling strategy, definitions of each of the target populations were developed 
at the onset of the study. Following are the definitions and a brief explanation of consumers, both paid and 


unpaid caregivers and service providers as they were regarded for the purposes of the study. 


Consumer Population: 

The age range of consumers was 16 to 24 years and included individuals with long term physical disabilities. 
The severity of specific disabilities was not considered in the traditional sense (traditionally assessed as mild, 
moderate and severe). Rather, we considered the need for ongoing support as the criteria for eligibility. In 
cases where developmental delay was a factor, it was required that individuals have the capacity to influence 
decision-making and communicate their perspectives on various aspects of their lives. The definition, then, 


was as follows: 


The consumer population includes those individuals between the ages of 16 and 24 
years, with long term physical disabilities necessitating ongoing supports. This may 
encompass a range of disabilities and respective support needs, including mobility, 
agility, visual, auditory, and communication. In cases where there is evidence of a 
developmental delay, individuals must possess the capacity to influence decision 
making and communicate their perspectives on various aspects of their lives. 


Paid/Unpaid Caregivers: 
While paid and unpaid caregivers are similar in the sense that their primary role is to provide instrumental, 
social and emotional supports on a regular basis, their motivations for doing so are quite different. Although 


both were considered under the same category, the perspectives of each were assessed separately. 
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The respective definitions for the purposes of this study were as follows: 


Unpaid Caregivers include family members, friends or neighbours who, without 
remuneration, provide extensive instrumental, social and emotional supports on a 
regular basis, to an individual meeting the criteria for the consumer population. 


Paid Caregivers include those persons who, as a requirement of their paid 
employment, provide extensive instrumental, social and emotional supports on a 
regular basis, to an individual meeting the criteria for the consumer population. 


Service Providers: 
While paid caregivers are, in a sense, providing a service to individuals in the consumer population, they were 
purposely excluded from the category of "service providers" in favour of their primary role as caregiver. The 


definition of "service providers" used in the study was as follows: 


Service Providers include those persons who are involved in the administration or 
provision of support services to individuals meeting the criteria for the consumer 
group, in a capacity other than that of a paid caregiver as defined above. This may 
include administrators of residential facilities, case managers, advocates or 
individuals involved in the provision of professional services such as nursing, 
nutrition, social work, etc. 


3.2 Sampling Strategies 


The sampling strategy implemented during the interview phase of the study falls within the domain of 
purposeful sampling. This method refers to the process of selecting information-rich cases for in-depth study. 


More specifically, the participants who were interviewed constituted a voluntary, criterion sample. 


Based on the criteria stated in the definitions of the respective target populations, a pool of potential 
participants was established for each of the target groups. Recommendations were provided to the SPRC 
by Task Force members who approached eligible individuals and gained verbal consent for their name and 


address to be released. 


A sample of participants was chosen from each of the respective pools, including eighteen consumers, twelve 
caregivers (six paid and six unpaid) and six service providers. With respect to the consumer group, a number 
of characteristics were taken into account in efforts to diversify the sample. Specifically, consideration was 
given to gender, nature of disability, school status, residence type and location of residence, either rural or 


urban. With respect to service providers, participants were selected from different service sectors, so that a 
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range of perspectives could be obtained. 


3.3 Participant Interviews 


The first phase of data collection involved participant interviews. Once the samples were selected for 

each of the target groups, letters were sent out from the SPRC outlining the study and inviting their 
participation (APPENDIX A). Consumer participants were telephoned at home to arrange a convenient time 
and place to conduct a face-to-face interview. These interviews primarily took place at participants respective 


schools, however a small number of interviews were conducted at the participant's home. 


An interview with a consumer participants required approximately one hour to complete. It involved a series 
of open-ended questions in the areas of school; recreation; mobility and transportation; life skills; housing; 
emotional health and individual capacity (APPENDIX B). The questions were designed to elicit a sense of the 


needs, expectations, interests and skills of young adults with physical disabilities in the specified areas. 


Similar interviews were conducted with caregivers and service providers over the telephone. Interview 
questions were altered in a way that would capture the perceptions and opinions of each target population, 
without losing the intended meaning or purpose of the question. For example, consumer participants were 
asked the question: " What two things do you like most about school?". Similarly, an unpaid caregiver was 
asked: "What two things does your son/daughter seem to like most about school?". In order to elicit the 
perspectives of service provider in this area, they were asked: "What do you see as the two most positive 


aspects of school for this group of young people?" 


3.4 Open Forum 


Among those invited to the forum were the individuals who participated in personal interviews, as well as those 
recommended as potential participants during the interview phase but not selected to participate. In addition, 
a general invitation to service providers representing sixty-three services or programs related to the disabled 
community was extended (APPENDIX C). Actual attendance at the forum included twelve consumers, ten 
caregivers and fifteen service providers. Participants were arranged into three focus groups containing 
approximately thirteen individuals, with each focus group having similar representation from each of the target 
populations. Volunteers from the project Task Force assumed the roles of facilitator and of recorder for each 


of the three groups. 
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The open forum was held subsequent to the analysis of data from the interview phase of the study. The forum 


had two main purposes, which were as follows: 


1) To clarify that the information collected during the interview phase of the project was 
accurate and represented the perspectives and experiences of young adults with 


physical disabilities. 


2) To add depth to our understanding of the needs and expectations of young adults 
with disabilities in the areas of transportation, accessibility and independence, based 


on the findings of the interview phase. 


An overview of the findings from the interview phase were included with the invitation to the forum. This was 
done so that participants could have time to consider whether the information was consistent with their own 
experiences (APPENDIX D). The agenda for the two and one-half hour forum included an overview of the 
project, a presentation of the findings during the interview phase of the study and focus groups to discuss 
these findings (APPENDIX E). 


A set of questions was developed for each of the three central themes extracted from participant interview 
data (APPENDIX F). While each theme area was allotted an approximate amount of time for discussion, 
timing was left, to a great extent, to the discretion of the group facilitator. Questions were designed to promote 
discussion which would identify and further clarify the expectations of and for young adults with physical 
disabilities within each of the theme areas. Following focus group discussions, recorders from each of the 
groups presented the content of their discussion of one of the themes. All records of discussions were 


recorded on flip charts. 


3.5 Data Analysis 


As the data collected during both phases of the study were qualitative in nature, no statistical analysis was 
required. Once the information from personal interviews was collected and organized, a thematic analysis 


was conducted, involving the extraction of major patterns or themes. 


For the purpose of adding depth to our understanding of the themes extracted from the interview data, focus 
groups held during the open forum centred on expectations specific to the theme areas. The analysis of focus 


group data also required the extraction of specific themes which capture the general expectations of and for 
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young adults with physical disabilities. 


Through the two respective methods of data collection and analysis, we have developed a sufficient 
understanding of the changing needs, expectations and capacities of young adults with physical disabilities 
to establish a set of conclusions and general recommendations as to the most appropriate directions for policy 


and service planning which best represents these needs, expectations and capacities. 
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4.0 EMERGING THEMES 


The information collected from the eighteen young adults with physical disabilities demonstrates quite clearly 
that each individual has his or her own likes and dislikes, support needs and day to day concerns. This 
diversity was also observed in terms of individual capacity, defined here as individual interests and skills. 
While themes are often thought to involve commonalities between circumstances or perspectives, in this case 


the theme is the variance among individuals in terms of capacities. 


Despite the diversity of responses during participant interviews, three themes emerged from the data which 
represent areas or aspects of living which present specific concerns for young adults with physical disabilities. 
These themes included issues around transportation, issues around accessibility and a strong desire to be 
independent. Information gathered from both caregivers and service providers tended to support these 


themes, identifying them as central to the quality of life of this group of young adults. 


As outlined in the methodology section, focus group discussion was based on three sets of questions 
designed to expand our understanding of the expectations of and for young adults with physical disabilities 
in three theme areas. In addition, we were able to generate some discussion around possible approaches 


to addressing specific issues involved with transportation, accessibility and increased independence. 


The following sections will report on the findings from both the personal interviews and focus groups. 
Conclusions and specific recommendations for change have been developed for each of the theme areas, 


based on research findings and input from Task Force members. 


Exploring the Needs, Expectations and Capacities 4 
of Young Adults with Physical Disabilities 


5.0 INDIVIDUAL CAPACITY AS A THEME 


5.1 Findings From Participant Interviews 


Consumer participants report having a wide range of skills and varied interests. When asked "When you think 
about your skills, what two things do you think you do best?", responses ranged from "people skills" to 
"computers" to "singing", with very little overlap. When asked "What area are you the most interested in?", 
responses were equally diverse. In reference to the individual capacities of young adults with physical 


disabilities, one service provider stated: 


“The interests [of young adults with physical disabilities] are the same as any young 
person however there are often physical limitations for individuals" (From a service 
provider interview). 


The implications of this diversity of skills and interests among young adults with physical disabilities is a strong 
argument for client-centred, as opposed to program-based services. In order to promote the varied interests 
of individuals, these interests must be recognised and respected on an individual basis. In terms of fostering 
existing and desired skills, individuals need more opportunities to utilize these skills in a meaningful and 


productive way. 


5.2 Conclusions and Recommendations 


Conclusions: 

As we heard from consumers, service providers and caregivers during the interview phase of the study, young 
adults with physical disabilities have a wide range of interests and skills. Recognizing the diversity of interests 
and capacities has a number of important implications. First, it should inform those involved in the planning 
and development of services that there is a need for a range of flexible supports. Secondly, it helps us to 
understand that these young people have individual interests and skills which, once identified and mobilized, 
can create new benefits for the community while building pride and self- respect from participating as a 


productive community member. 


Recommendation: 
1. That future planning of supports and services should involve input from young 


persons with physical disabilities and maintain an individualized approach. 
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6.0 TRANSPORTATION AS A THEME 


6.1 Findings From Participant Interviews 


The availability of transportation is central to becoming actively involved in any organized or individual 
recreational pursuits, as well as any social outings. The concern most frequently raised in the area of 
transportation is the fact that rides have to be booked so far in advance. When asked "Do you ever find it 
difficult getting from one place to another?", one participant expressed her frustration with the following 


statement: 


"Yes, | need to make arrangements for transportation at least one week in advance. 
| am not able to be spontaneous with my plans and life. | am dependant on the 
transportation at a time in my life when independence is paramount" (From a 
consumer interview). 


A second participant echoed this experience when he related his concern that: 


“You need to book so far in advance that you can't decide to do something at the last 
minute" (From a consumer interview). 


There was agreement among all of the groups we talked to, that existing transportation systems affect the 
ability of young adults with physical disabilities to be spontaneous. This, in turn, restricts people from 
becoming involved in many social and recreational activities, and from gaining a sense of independence and 


control over their lives. As one service provider stated: 


“If you don't have your own vehicles you're at the mercy of DARTS. Nothing allowed 
for recreation, never spontaneous" (From a service provider interview). 


6.2 Findings From Focus Group Discussions 


When discussions turned to the issues of transportation, focus group participants were asked to brainstorm 
around what qualities an ideal system of transportation might possess in the future by completing the following 


sentence: "/n the year 2010, transportation in Hamilton-Wentworth will be..." 
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Participants offered the following descriptions: 


- Spontaneous, providing same day service 

- More flexibility in terms of hours of operation 

- Integrated so that passengers with disabilities and non-disabled 
passengers ride together 

- Linked to systems in other regions and provinces to accommodate those 
seeking to travel beyond the boundaries of existing systems 

- Affordable to individuals living on a fixed income 

- Delivered by multiple service providers 


- Administered with greater input from the disabled community 


To further the discussion of expectations in the area of transportation, and to generate some creative 
approaches to addressing contemporary transportation issues, participants were asked: "What are some of 
the options to accommodate the wide range of transportation issues and needs among individuals?". All three 
groups discussed the need for an integrated system of transportation which is universally accessible, as 
opposed to a system where passengers travel separate from non-disabled friends and family. One group 


member characterized this system as: 


“Public transportation for all..." (from a focus group participant) 


A suggested approach to realizing the vision of an integrated system of transportation was to move toward 
having accessible H.S.R. buses on all routes. It was acknowledged that this type of system would not meet 
the needs of all persons with a physical disability, and that there will always be a need for door to door service. 
In light of this, it was suggested that there be a system of coordination or an amalgamation of H.S.R., 
D.A.R.T.S. and accessible taxi services. By studying existing systems in other areas which have been 
successful in accommodating a range of transportation needs, we may find a model on which to build a more 


flexible and coordinated system in the Hamilton-Wentworth region. 


Through discussion around concerns with present day D.A.R.T.S. service in one particular focus group, it 
became clear that there is a significant discrepancy between the level of service available from the perspective 
of the service provider, and the perceived level of service available based on the experience of consumers 
and caregivers. This discrepancy was determined to be a communication issue, where information on how 


to most effectively access service was not readily available to consumers of the service. 


Exploring the Needs, Expectations and Capacities 14 
of Young Adults with Physical Disabilities 


6.3 Conclusions and Recommendations 


Conclusions: 

Without accessible and reliable transportation, individuals are often restricted from participating in social or 
recreational activities, resulting in limited options and limited freedom. We need to consider transportation 
options which can accommodate a range of needs. As a basis for establishing a flexible and coordinated 
transportation system, we need to examine successful systems existing in other regions, provinces and 


countries. 


Recommendations: 
A: That the Region move toward a fully accessible public transportation system that links 


the H.S.R., D.A.R.T.S., and accessible taxi services. 


2. That, as a basis for developing a fully accessible and coordinated system of 
transportation for the Hamilton-Wentworth region, we examine existing systems in 


other regions, provinces and countries. 


3. That consumers be involved in the development and implementation of service 


models. 


Conclusions: 
It became clear during focus group discussion that there is a significant discrepancy between the level of 


service available from the perspective of the service provider, and the perceived level of service available 


based on the experience of consumers and caregivers. 


Recommendations: 
4. That service providers be more accountable to the consumers of accessible 


transportation, and that feedback and input from consumers be used to guide the 


planning and delivery of service. 
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7.0 ACCESSIBILITY AS A THEME 


7.1 Findings From Participant Interviews 


In terms of physical barriers, issues around accessibility were common to the majority of participants. 
Participants identified schools, their homes, other people's homes and public places as often having barriers 
to access. Those places which participants most often associated with physical barriers were retail stores 
and restaurants. Specifically, restaurants were cited as often having inaccessible washrooms and tables too 
close together to manoeuvre a wheelchair. In terms of retail stores, it was reported that aisles are often too 
narrow and changing rooms are too small. Inaccessibility was described as extremely frustrating and involved 


significant planning. As one consumer participant expressed: 


“I need to plan in advance: Where am | going? Where are the toilets? Can | get into 
the washrooms? | always have to assess: Is my wheelchair accessible? What do | do 
if there are just steps?" (From a consumer interview). 


Physical barriers were described as limiting the options of young adults with physical disabilities. When asked 


"In which places do you find it the most difficult to move around?", one consumer participant reported: 


“A lot of restaurants have washrooms in the basements. | have to go to the same 
places when | go out" (From a consumer interview). 


7.2 Findings From Focus Group Discussions 


As we learned during the interview phase of the study, individuals with physical disabilities often encounter 
barriers to accessibility in the community. Most frequently reported however, were barriers existing in privately 
owned shops and restaurants. To develop a better sense of the existing physical and attitudinal barriers while 
capturing the expectations of participants, the following question was asked: "What are your expectations 


when you visit a restaurant or shop?". 
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In terms of physical barriers and safety features, participants named the following features: 


- Push-button automatic doors 

- Accessible emergency exits 

- Emergency call buttons in all rest rooms 

- Clear passage in aisles 

- That ramps be built to specifications in terms of slope and turning 
radius 


- That all curbs are cut and well maintained during all seasons 


Associated with the issue of physical barriers was the fact that business owners are often unable to report the 
actual level of accessibility to inquiring consumers. This situation is due mainly to the absence of any clear 


definitions. A point clearly made during focus group discussion was that: 


There are no clear definitions or enforced standards around accessibility. 


(From a focus group participant) 


A basic expectation held by focus group participants was that they will be given an accurate assessment by 
business owners, when inquiring as to the accessibility of an establishment. Several examples of situations 
were described, where there were discrepancies between the proprietors definition of accessibility and the 
needs of the individual with a physical disability. For example, an individual confirming by phone that the 
washroom facilities in a particular restaurant are accessible, and arriving to find that while the facilities are 
indeed accessible, they are located in the basement which is not accessible. Attitudes of staff and 
management in such situation were also a factor, where physical barriers could often be addressed and 


overcome through sensitivity and a willingness to accommodate an individual with a physical disability. 


In addition to accessibility issues specific to private businesses in the community, there was some discussion 
around the accessibility of colleges and universities. In order to remain competitive in today's labour market, 
individuals must be given the same opportunities to pursue a post secondary education. As one consumer 


who had recently been turned away from McMaster University for reasons of accessibility stated: 


“Universities should be accessible in all seasons and in all departments, with vans on campus 


to transport students” (From a focus group participant) 
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In efforts to focus discussion towards potential approaches to addressing issues of accessibility participants 
were asked: "Who should inform shop and restaurant owners what changes need to be made? How should 
this be done?". All groups agreed that there is a definite need for an increase in knowledge and awareness 
on the part of the general public around disabilities issues and accessibility. 


Suggested channels through which such information could flow included: 


- Regional Social Services 
- Physically disabled persons themselves 


- Family, friends and organizations 


It was agreed that individuals with physical disabilities need to become more assertive in advocating for 


change. As one focus group participant stated: 


“Affected individuals should be advocates for themselves”. (From a focus group participant) 


7.3 Conclusions and Recommendations 


Conclusions: 

Similar to the issue of transportation, physical barriers also restrict some people with disabilities from taking 
part in various activities. Again, this limits the freedom and options available to young adults with physical 
disabilities. In addition to barriers to accessibility, persons with a physical disability also face some serious 


issues of safety in situations or establishments where provisions have not been made. 


As we have learned during this study, there is a lack of understanding on the part of the general public around 
issues of accessibility, particularly within the business community. At present, there are no standard 
definitions of accessibility which makes communication between the disabled community and the business 
community very difficult. This also raises issues of safety for individuals with a physical disability, where 


special safety features need to be in place in case of an emergency situation. 


Exploring the Needs, Expectations and Capacities 18 
of Young Adults with Physical Disabilities 


Recommendations: 


1. That business improvement associations address disability awareness and 


accessibility issues on their business agendas, with consumer involvement. 


2: That safety features such as accessible fire exits and emergency call buttons in 


washrooms be available in all public and privately owned establishments. 


3: That definitions and strategies to improve accessibility should be developed and 


implemented jointly, by the disabled community and the business community. 


Exploring the Needs, Expectations and Capacities 19 
of Young Adults with Physical Disabilities 


8.0 A STRONG DESIRE FOR INDEPENDENCE 


8.1 Findings From Participant Interviews 


A strong desire for independence was a theme that appeared throughout various sections of the interviews. 
While the issues raised around transportation and accessibility are very much connected to the notion of 
independence among young adults with physical disabilities, participants highlighted other areas including 


future living arrangements, developing life skills and instrumental supports required for independent living. 


Living Arrangements 

Like any young person facing the life transition from adolescence to adulthood, participants identified a need 
for an increase in freedom. Looking to the future, participants indicated a desire to live independently of 
parents. Participants indicated a number of options which they expected to have available to them. These 


options included: 


- Apartments or houses with friends 
- Apartments or houses alone 
- With family members 


- In residences providing attendant care 


Life Skills 
Participants described various life skills which they felt needed to be developed prior to moving to a more 
independent residential alternative. While these responses were again very individualized in nature, a number 
of specific skills were frequently identified by participants as learning needs. These specific skills included: 
- Cooking skills 
- Cleaning skills 


- Managing money or budgeting skills 


When asked "What kinds of things would you need to learn before living (in the alternative stated)?", one 


consumer participant explained: 


“Cooking and cleaning. | avoid these issues currently. My mother does them for me" 
(From a consumer interview). 


This is a common situation, where standard home appliances are not accessible to many ycung people with 


a physical disability. 
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Instrumental Supports 

Given that participants were speaking from their own experience, individuals identified a range of areas where 
ongoing supports would be required. Supports in this case can be classified under two categories: attendant 
care and assistive devices or technology. Depending on individual capacity, there were various levels of 
attendant care required. As an alternative to attendant care however, participants indicated that assistive 
devices and technology could help to overcome many of their support needs. Some of the specific technology 


described included: 


- A stove with knobs on a lower front face 

- Velcro clothing 

- Special utensils 

- A sturdy electric razor that can be dropped 

- A computer with a hand set and T.V. controller with one button 


- A better touch talker 
As one service provider suggests, speaking of both physical barriers and adaptive devices: 


“Independence is achievable, but may require assistance in some way... If there is an 
accessible environment then individuals are that much closer to independence and 
this is much cheaper than paying someone to take care of an individual twenty four 
hours a day" (From a service provider interview). 


8.2 Findings From Focus Group Discussions 


As citizens, we all have to depend on private and public services to some degree. During the interview phase 
of the project, it became clear that while young adults with physical disabilities have a range of individual 
interests skills and visions of the future, they also have a range of support, service and learning needs. In 
efforts to expand our understanding of what independence means to individuals, participants were asked 


directly: "What does independence mean to you?". 


Like any individual experiencing the transition from adolescence to adulthood, a large part of independence 
is not having to rely so heavily on family or caregivers. In some cases, independence was characterized as 
simply as the freedom to come and go as you please. The concept of "choice" was of equal importance. 


Specifically, participants expressed the need to have control or choice in the following areas: 
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- Where to live and living arrangements 

- Shopping and entertainment 

- Trips and holidays 

- Where to work and go to school 


- Managing services (i.e., medical, dental, P.T., O.T.) 


Other notions of independence included "economic independence", where disabled persons whose primary 
income is Family Benefits Allowance are forced to live below the poverty line. Confidence and a sense of self 
were also seen as important components of independence. As one consumer participant shared during a 


focus group discussion: 


“Part of independence is feeling comfortable" (From a focus group participant) 


To move discussion toward possible approaches to promoting independence among individuals with a 
physical disability, focus group participants were asked: "/n what way should supports and services be 
arranged, and learning needs met?". Given the range of disabilities and individual capacities, participants 


described a range of needs and various approaches to addressing these needs. 


In terms of learning needs, participants identified a range of specific life skills during the interview phase of 
the study. Options to meeting these learning needs were considered during focus group discussions, where 


participants recommended the following: 


- One-on-one teaching in the home 
- Modification of family studies areas in schools 


- Transitional living centres which focus on teaching life skills 


The primary concern with learning life skills in existing environments was that appliances are often not 
accessible. This concern was most often related to school settings and family homes. Young people were 
able to learn the theoretical components of cooking for example, but were unable to learn the actual skills as 
their participation could not be accommodated. Participants identified the need for more accessible 
appliances to be available in schools and independent living centres, as well as the opportunity for more 


involvement in household chores at home. 


It was generally thought by participants that persons with disabilities should be making decisions about the 
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services they receive, rather than service providers having the majority of control. Participants pointed out 
the need for more, varied services with better coordination between services. The lack of availability of 


information on existing services was also a raised as a concern. 


8.3 Conclusions and Recommendations 


Conclusions: 
While all young people have visions of living more independently, individuals with physical disabilities often 


face a range of unique support and learning needs. Having options available and the freedom to choose are 
basic quality of life issues. As acknowledged through an individualized approach to service provision, 
individuals have differing needs and expectations necessitating that supports and services be offered in 


different ways. 


It is also important that consumers have as much control as possible over the direction of the supports and 
services they receive. In order to realize this however, information on existing services must be readily 


available so that individuals are in the position to make informed choices. 
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Recommendations: 


1. That life skills training be offered in a number of settings, to accommodate the 


practical learning needs of young people with physical disabilities. 


Zi That accessible appliances and adaptive devices be available in a number of settings 
including schools and independent living centres for the purposes of teaching life 


skills to individuals with a physical disability. 


3. That learning how to access information in the community be considered as a life skill 


and incorporated in all life skills training. 


4. That more accessible houses and apartments be made available so that young adults 


with disabilities have more varied options for future living arrangements. 


5. That supports and services, including attendant care, be tailored to individual needs 
and be transferable from location to location so that persons with physical disabilities 


can access a range of options for future living arrangements. 


6. That information on existing services and supports be readily available so that 


individuals are in the position to make informed choices. 


(fe That consumers of supports and services have control over the services that they 


receive and the way that the services are provided. 


8. That existing models for providing life skills training, individualized supports and 
services be explored to determine their appropriateness for implementation in the 


Hamilton-Wentworth region. 
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(Letter to Interview Participants) 
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Social Planning & Research Council 


SPEC 


____of Hamilton-Wentwerth 


March 25, 1996 
Dear...., 


| am writing on behalf of Participation House, an agency which provides support to 
individuals with physical disabilities living in the Hamilton-Wentworth region. 
Participation House is interested in what young people, aged 16 to 24, have to say 
about different parts of their lives and how they think they could be better. They are 
also interested in what skills and interests they might have, that could help other 
people in your community. 


To get a better idea of what young people in the community think, we will be 
interviewing several individuals over the next two or three weeks. The information 
that is collected will be used to show various government departments and service 
providers what young people really need, and what skills they have to offer. 


We are inviting you to be a part of this exciting process, which may help to 
determine what types of services are available to you in the future. The interview 
will only take about an hour, and we can meet wherever is most convenient for you 
(at school, at home, etc.). If an interpreter is required, we will arrange for one to 
attend the interview. 


Over the next two weeks we will be contacting people by phone to arrange interview 
times. If you are interested in helping out, think of a time that is easiest for you. 
We look forward to meeting you and finding out what you think! 


Sincerely, 


Mark Fraser 
Social Planner 


255 West Avenue North, Hamilton, Ontario L8L 5C8 « tel: (905) 522-1148 © fax: (905) 522-9124 « t.d.d. (905) 522-0434- 


& A United Way Member Agency 
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APPENDIX B 


(Consumer Interview) 


Interview with Consumer Participants 


Participant's Name: 


Participant’s tel.#: 


Interviewer: What | am doing today is talking to some young men and women about some different parts of their 
lives, and about how they might be made better. | would also like to talk a bit about what kinds of things you 
like to do or would like to learn to do. The whole thing should only take about an hour, and if there is a question 
you feel uncomfortable about answering, just let me know and we can skip it. Are you ready to start? (Begin 
interview after response) 


Education/School 
Interviewer: First | would like to ask you a few questions about school. (Refer to the "Personal Information" 


sheet to determine wether or not the individual is still attending school and repeat it for clarification.) 
You mentioned that you are now in/out of school: 


1) What are the two things you like/liked most about school? 


#1 
1a) Why do/did you like...(repeat answer for #1)? 
#2 
1b) Why do/did you like...(repeat answer for #2)? 
2) If you could change two things about school, what would they be? 
#1 
2a) What don'’t/didn’t you like about...(repeat answer for #1)? 


#2 


2b) What don’t/didn’t you like about...(repeat answer for #2)? 


3) Do you think that your education has prepared you for the future? Yes__ No__ 


3a) What could you learn that might prepare you better? 


Recreation 
Interviewer: Now | would like to talk a bit about what you do in your spare time. 


4) What kinds of things do you do for fun? 


5) Are there any fun things that you think about doing but have not done yet? Yes__ No__ 


5a) (If "Yes") What kinds of things? 


5b) (If "Yes") What has stopped you from doing...(refer to 5a)? 


Mobility/Transportation 


Interviewer: How about moving around at home and at other places, or getting from one place to another? 


6) In which place do you find it most difficult to move around? 


6a) Is there something that might make it easier to move around at (refer to answer 6)? 


7) do you ever find it difficult getting from one place to another? Yes__ No _ 


7a) (If "Yes") Why is it difficult? 


Life Skills/Personal Care 
Interviewer: OK, | want you to think about everyday life, like getting up in the morning, getting cleaned up, eating 
your meals, and things like that. 


8) What two things do you find the most difficult to do for yourself? 


#1 
8a) Is there something that might make (refer to #1) easier for you to do on your own? 
#2 


8b) Is there something that might make (refer to #2) easier for you to do on your own? 


Housing 
Interviewer: (Refer to the "Personal Information" sheet to determine where he/she is currently residing 
and repeat it for clarification) You mentioned that you are living at... 


9) Do you ever think about living somewhere different when you are older? Yes = No __ 


9a) (If "Yes") What kinds of places do you think about living? 


9b) (If "Yes") What kinds of things would you need to learn before living (refer to 10a)? 


Emotional Health 
Interviewer: Let's talk a bit about how you feel day to day, and about the future: 
10) Do you get angry or frustrated sometimes? Yes__ No__ 
10a) (If "Yes") What are the two things that make you the most angry or frustrated? 


#1 


#2 


11) Do you have concerns about the future? Yes__ No__ 


11a) (If "Yes") What are your two main concerns? 


#1 


#2 


12) What do you see yourself doing 10 years from now? 


Individual Capacity 


Interviewer: We are almost finished. The last thing | would like to ask you about are your skills and interests. 
13) When you think about your skills, what two things do you think you do best? 


#1 


#2 


14) What area are you the most interested in? (such as animals, computers, art, etc.) 


15) What two skills would you most like to learn? 


#1 


#2 


Interviewer: Those are all of the questions that | needed to ask, do you have any questions about the interview 
or the study? (any questions that you are unable to answer can be recorded and forwarded to Mark 
Fraser, who will contact the individual with the information appropriate). 


| want to thank you for your time, and to let you know that we will be inviting you to a presentation of our findings 
over the next six to eight weeks. 


APPENDIX C 


(Invitation to the Open Forum) 


Social Planning & Research Council 


OPRC 


___ of Hamilton-Wentwomn | 


June 26, 1996 


Dear ..., 


As you know, the Social Planning and Research Council of Hamilton-Wentworth and Participation House are 
investigating the needs, expectations and interests of young adults, aged 16 to 24, who have physical 
disabilities. To date, we have conducted interviews with a small number of consumers, caregivers and service 
providers, who have given us insight into some of the feelings and issues that people with disabilities face 
every day. Now that we have a better idea of what these issues are, we would like a chance to talk further 
about how we might work together to develop flexible approaches to meeting the individual needs of service 
users. 


We are inviting you, and any interested friends or family members, to a forum on "Exploring Expectations”, 
where we will be discussing some of the findings of the interview phase of our project. These findings have 
been summarized on the attached sheet titled "What We Found...". 


When? July 10th, from 10:30 am until 1 pm 
Where? 255 West Avenue North (Self Help Centre Auditorium) 
Is it Accessible? Yes, the auditorium is on the main floor. There is a ramp, automatic door, and 


two accessible washrooms. Two trained attendants will be also be present. 


What About For those requiring DARTS, we will reimburse you with two 
Transportation? tickets to cover your return trip. The people at DARTS have been notified of the 
forum and are prepared to begin pick-ups at 10am. 


What about Beverages and light snacks will be provided. 
refreshments? 


We are hopeful that discussions at this forum will provide a foundation for bringing service providers, 
consumers and caregivers together in the creation of new and innovative approaches to service delivery. We 
are very excited about this project, and your input is very important to us. 


If you plan on attending or have any questions, please contact Mark Fraser at the Social Planning and 


Research Council, telephone (905) 522-1148, by Tuesday July 2nd if possible. If you have any special 
needs such as food preparation or different methods of communication, please let us know in advance. We 


hope to here from you soon. 


Sincerely, 


Mark Fraser 
Social Planner 


255 West S.enue ..77, Hamilton, Ontario L8L 5C8 e tel: (905) 522-1148 © fax (905) 522-9124 @ t.dd. (905) 522-0434. 
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APPENDIX D 
Overview of the Interview Findings 
(distributed to participants of the open forum) 


What We Found... 


When we spoke with a group of young adults with physical disabilities, caregivers 
and service providers, we learned that while young people each have their own 
personal interests, ideas and skills, there are a few common issues that many seem 
to face daily. 


We found that: 


Skills and Interests were very different among the individuals we spoke with. 
Following are just a few of these interests: 


* Sports 

* Computers 
* Bike Riding 
* Singing 


What does this mean? 

When we hear that young adults with physical disabilities have a wide range of 
interests and skills, we realize that those who are planning support services need 
to be flexible and understand that individuals need to be supported in different 
ways. 


We found that: 


Transportation seems to cause a great deal of frustration among young people. 
The people we spoke with explained that they felt dependent on _ local 
transportation systems which did not always meet their needs. The following are 
examples of some of the concerns: 


* Having to book rides so far in advance 
* Not able to be spontaneous 

* Cancellations 

* High cost 


What does this mean? 

Without accessible and reliable transportation, individuals are often unable to take 
part in social or recreational activities, resulting in limited options and limited 
freedom. We need to consider transportation options which can accommodate a 
range of needs. 


We found that: 


Accessibility was also an issue for many of the people we spoke with. While 
individuals identified schools, their homes, and other peoples homes as sometimes 
having physical barriers, shops and restaurants seem to present the most difficulty. 
Following are some of the concerns expressed: 


* Washrooms in restaurants are often inaccessible 

* Tables in restaurants are often too close together 

* The changing rooms in clothing stores are often too small 
* The aisles in shops are often too narrow 


What does this mean? 

Similar to the issue of transportation, physical barriers also restrict some people 
with disabilities from taking part in various activities. Again, this limits the 
freedom and options available to young adults with physical disabilities. We need 
to consider strategies for improving communication between business owners and 
the disabled community, so that there is a better understanding of the barriers that 
are often present. 


We found that: 

A Strong Desire for Independence was a theme that appeared frequently 
during interviews with young people, caregivers and service providers. Looking 
to the future, young adults indicated a desire to live more independently, 
identifying a range of preferred living situations including: 


* An apartment or house with friends or a family member 
* An apartment or house alone 
* A residence providing attendant care 


Individuals also identified a range of supports they would require, and skills they 
would need to learn in order to live more independently. These learning needs 
included: 

* Cooking 

* Cleaning 

* Money management or budgeting 


What does this mean? 

While many young people have dreams of living more independently, individuals 
face a range of support and learning needs. We need to consider how supports 
might be provided to young adults with physical disabilities so that they may have 
this range of options for future living arrangements. 


APPENDIX E 


(Agenda for the Open Forum) 
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A Forum on 
Exploring Expectations 


Wednesday, July 10, 1996 
10:30am to 1pm 


255 West Avenue North 
Self Help Centre Auditorium 


(Joan) 
5 min. 


(Donna) 
10 min. 


(Mark) 
5 min. 


(Facilitators) 
iS anrs 


(Recorders) 
20 min. 


(Rick) 
40 min. 


AGENDA 


1) Introductions and Agenda 
- Welcome the group and set ground rules (washrooms, food, attendants, etc.) 
- Introduce the speakers and facilitators 
- Outline the agenda 


2) Overview of the Project 
- Provide a general overview of the project including the scope and expected outcomes 
- Explain who will receive the final report and recommendations 


3) Presentation of Findings 
- Present what we found to be the major themes emerging from the interview phase 
of the project 


4) Focus Groups 
- Questions developed to draw out expectations in each theme area will be presented, 
giving each theme approximately twenty minutes for small group discussion 


5) Sharing Information from Small Group Sessions 
- The information and ideas discussed in each focus group will be shared with the 
larger group 


6) Conciusion 
- Some general conclusions can be drawn from the information shared by focus groups 
- outline the next step in the process, where the information shared at the forum will 
be used to develop a set of recommendations for change 
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APPENDIX F 


(Focus Group Questions) 
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Focus Group Discussion Questions 


Accessibility 


As we learned during our interviews, accessability seems to be an issue for young adults who 


have a disability, particularly in privately owned businesses like shops and restaurants... 


1) 


2) 


What do you need when you go to a restaurant or store? 
(Brainstorm around what features of shops and restaurants are generally not adequate) 


Who should inform shop and restaurant owners what changes need to be made? How? 
(Direct discussion toward links that could be made between the disabled community and 
the private sector so that business owners and developers could be made aware of 
accessability issues) 


Transportation 


Like accessability, transportation also seems to be an issue for young people, who seem to feel 
that are dependent on transportation systems which do not always meet their needs... 


1) 


Finnish the following sentence with words to describe how transportation could better 
meet the needs of young people in the future: 

In the year 2010, transportation in Hamilton-Wentworth will be... 
(Brainstorm for descriptors of a system which would meet the needs of individuals, 
come up with a set of about five, collapsing those which are similar in nature) 


Let’s talk about what these descriptions mean. 

(Look at each descriptor and discuss or elaborate what they mean to individuals. For 
example, if ‘low cost’ is expressed to be a desirable feature of a transit system, what is 
low cost?) 


What are some of the options to accommodate the wide range of transportation issues 
and needs among individuals? 

(Point out that today there is a system which provides door to door service and promote 
discussion around what other types of transit service might serve individuals better?) 


Independence 


While the individuals we spoke with identified a range of support needs, there was a strong 
desire for independence... 


1) What does independence mean to you? 
(Brainstorm around what independence means to different individuals) 


2) What supports will you need so that you can be independent? How will you arrange 


these supports? 
(Consider what supports would need to exist so that individuals could meet their realize 
their own vision of independence) 
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